The number of individuals with dementia is increasing dramatically around the world, and because of this growth, an increase in the number of caregivers has occurred as well. Caregiving is often associated with negative outcomes (e.g., burden, depression, impaired physical health). These problems persist although much effort has been put into understanding caregiver strain. Some work has addressed the meanings caregivers ascribe to dementia-related changes, which may provide a better understanding of caregiver health and well-being. Most of this work is qualitative, but no synthesis of the literature addressing caregiver meanings of dementia-related changes has been found. The purpose of the current metaethnographic synthesis is to explore and interpret the literature addressing the meanings that caregivers give to dementia-related changes in their care recipients. An interpretation that incorporates findings in relation to elder mistreatment is offered. Implications for nursing care and research are discussed.
Dementia, a term used to describe multiple diseases that cause impairments in cognitive and physical functioning, affects approximately 25 million individuals around the world (Ferri et al., 2005 (Ferri et al., -2006 . Individuals with dementia often require assistance and care from family members, and caregiving is often described as difficult work that is emotionally and physically burdensome (National Alliance for Caregiving & AARP, 2009; Vitaliano, Zhang, & Scanlan, 2003) , thus leading to several caregiver health concerns. Depression (Ornstein & Gaugler, 2012) , suicidal ideation (O'Dwyer, Moyle, & van Wyk, 2013) , heart disease, hypertension, and increased risk of infection (Kiecolt-Glaser et al., 2003) have all been linked to caregiving. Despite the large amount of work done to mitigate the negative effects of caregiving, caregivers continue to experience emotional and physical stress. The Alzheimer's Association's (2014) most recent report noted that 59% of caregivers reported experiencing emotional stress as a result of caregiving, and 43% believed caregiving had a significant impact on their physical health. Noblit and Hare's (1988) method of meta-ethnographic synthesis was used as a guide to identify the meanings that caregivers give to dementia-related changes in their care recipients (Figure 1 ). This approach involves exploring the current qualitative literature to identify metaphors, connections, and discrepancies within the literature set. Meta-ethnographic syntheses can be understood as either reciprocal (i.e., the findings in one article mirror those of others) or refutational (i.e., the findings in one article refute the findings in another). In a classical meta-ethnography, articles would be clearly categorized as reciprocal or refutational. However, the authors of the current article found that the majority of articles in the literature set had both reciprocal and refutational findings within each of them. Therefore, they worked to identify the complementing and contrasting findings within each article. Noblit and Hare's (1988) method of meta-ethnography encourages the examination of concepts via comparison. The intent of the current synthesis is not to dichotomize findings into positive or negative attributes, but rather to closely examine the representation of the meanings in the literature. Through this investigation, the authors were able to consider the various meanings caregivers ascribe to dementia-related changes and how these meanings interact with care. Figure 1 . Process of meta-ethnographic synthesis of articles addressing the meanings of dementia-related changes. Adapted from Noblit and Hare (1988) .
METHOD

Data Sources
Much of the literature addressing the meaning of dementia-related changes focuses on loss and resulting grief (Madsen & Birkelund, 2013; Sanders, Ott, Kelber, & Noonan, 2008) . Using the PsycINFO, CINAHL, PubMed, and Medline databases, the authors sought articles that included a broader perspective; thus, the terms dementia, culture, attitude, meaning, and caregiving were used in the search. The terms phenomenology, grief, stigma, and rewards were then added to capture the full picture of the meanings that caregivers gave to dementia-related changes. Inclusion and exclusion criteria are listed in Table 1. Table 2 describes articles screened, excluded, and included (Moher, Liberati, Tetzlaff, & Altman, 2009 ). Thirty-one articles addressing the meaning family caregivers ascribe to dementia-related change were identified. The qualitative data analysis program Dedoose version 4.11 was used to facilitate analysis. To ensure rigor, both authors reviewed the articles using Chan, Livingston, Jones, and Sampson's (2013) modified 8-item tool (National Institute for Health and Care Excellence, 2009 ). The first author (A.L.) rated all of the articles, and the second author (T.H.) rated a subset. Divergence and discrepancies were discussed and resolved. The majority of the articles scored between 5 and 6, indicating fair quality. 
FINDINGS
Reciprocal Synthesis
Dementia is an umbrella label for a variety of neurocognitive disorders that result in memory loss, personality change, and physical decline (Alzheimer's Association, 2014). In the articles examined by the authors, themes indicating that these changes meant loss, unwanted role change, and stigma for caregivers were identified. A common meaning found in the literature was that the decremental changes associated with dementia were considered losses. Several articles referred to Boss' theory of ambiguous loss, which maintained that the personality and physical changes that come with dementia can result in caregiver grief (Boss, Caron, & Horbal, 1988) . Many of the reviewed articles focused on loss, including (a) loss of the care recipients' personhood, (b) loss of nurturing relationships, and (c) loss of supportive and engaging social lives.
Loss of Personhood. Caregivers described dementiarelated personality changes as loss of the care recipient's personhood to death, theft, or change. Often, caregivers described a sense of asynchronous death; although the care recipient was currently living, he or she was essentially dead. Caregivers described their care recipients as "finished" (Gillies, 2012, p. 666) , "wilting" (Bursch & Butcher, 2012, p. 215 ) and "wither[ed]" (Mazaheri, Sunvisson, Nikbakht, Maddah, & Emami, 2011, p. 24) . One description included, "Mother died five years ago, this is just a body" (Dupuis, 2002, p. 108) . This asynchronous death led to pre-death grief (Lindauer & Harvath, 2014) , in which caregivers experienced various emotions, including sorrow, anger, and resentment for feeling emotionally abandoned by the care recipient (Knutsen & Raholm, 2009; Navab, Negarandeh, & Peyrovi, 2012; O'Shaughnessy, Lee, & Lintern, 2010) .
Caregivers also described feeling as though the dementia had changed their care recipient into a stranger (Gillies, 2012; Mayer, 2001) . The dementia had altered behaviors, interests, and talents to the extent that the individual with dementia was unrecognizable. One individual stated: "That's not my mother any more. That's another pleasant wee woman who looks like her who I look after" (Gillies, 2012, p. 670) . In some cases, the care recipient exhibited bizarre behaviors that were completely out of character: "It was like living with a maniac…. We just didn't know who this person was" (O'Donnell, 2000, p. 55) . Some caregivers described feeling as though the care recipient had been robbed of his mind (Vellone, Sansoni, & Cohen, 2002) , had been anesthetized, or had simply left: "You want to slap her silly and say, 'Wake up, where are you?'" (Adams, 2006, p. 16) .
Relationship Loss. For many of the spousal caregivers in the current synthesis, dementia-related changes meant relationship loss. Dementia altered care recipients to the extent that the underpinnings of normal relationships vanished, leaving caregivers feeling that they had been abandoned by their care recipient. Emotional reciprocity disappeared as care recipients became apathetic, withdrawn, or self-centered. Some were described as overly affectionate, which some caregivers welcomed but by which others were repulsed. This personality change led to confusion about intimacy: "I'll take care of you and I'll get what you need and all that kind of stuff, but I'm not wanting to have sex with you" (Adams, 2006, p. 14) . Caregivers also described feeling rejected and betrayed by their spouses (Knutsen & Raholm, 2009 ) because the spouse did not recognize them: "My wife calls me by the name of her first boyfriend…. How can you be married to a person for 38 years and they simply reject you?" (Sanders & Corley, 2003, p. 48) . For many couples, the dementia-related changes meant the fading of reliable, nurturing relationships (Dupuis, 2002; Quinn, Clare, Pearce, & van Dijkhuizen, 2008; Walters, Oyebode, & Riley, 2010) . This loss meant that caregivers had to reposition themselves within the relationship and reconcile with a new, often less than ideal state of couplehood (O'Shaughnessy et al., 2010; Paun, 2003; Perry, 2004) . For a few caregivers, this loss was devastating: "She was my one and only girlfriend. I seriously thought about killing her and myself " (Sanders, Morano, & Corley, 2003, p. 9) .
Loss of Social Engagement. Caregivers identified loss of their community and friends as another painful result of dementia-related changes. Caregivers found that friends often abandoned them and that their community dwindled to only a few devoted individuals (Daly, McCarron, Higgins, & McCallion, 2013; Sanders et al., 2008) : "I am a lone soldier in the battleground, all others have long deserted the field" (Mayer, 2001, p. 55) . Caregivers limited dining with friends (an important social event across cultures) because eating with company often revealed the behavioral symptoms of dementia or was simply messy (Gillies, 2012; . The consequence of this retreat from society was isolation, as care recipients' personhood and the couples' relationships ebbed away.
Unwanted Role Change. For many caregivers in the reviewed articles, impairments in function (e.g., toileting, eating) brought about role changes, the most common of which was the care recipient transforming into a childlike figure (Boughtwood, Adams, Shanley, Santalucia, & Kyriazopoulos, 2011; Flores, Hinton, Barker, Franz, & Velasquez, 2009; Quinn et al., 2008) . The transformation of the care recipient from a capable adult to a seemingly dependent child was difficult for many caregivers. Caregivers described care recipients as a child, baby, and kid. Eating behaviors and toileting issues appeared to support these perceptions. Caregivers noted that care recipients had difficulty managing food intake and often needed a bib and assistance with eating (Gillies, 2012; Perry, 2002 ).
Caregivers felt uncomfortable when their care recipients referred to them as parents and expressed frustration with the dwindling abilities of the care recipient: "She is worse than a child, since surely a child grows up…" (Navab et al., 2012 (Navab et al., , p. 1082 .
Stigma. Daly et al. (2013) identified dementia care as being situated within a social milieu, and the current review found stigma to be an important caregiver concern within this social matrix. In some articles, stigma was addressed overtly (Liu, Hinton, Tran, Hinton, & Barker, 2008; Navab, Negarandeh, Peyrovi, & Navab, 2013; Vickrey et al., 2007; Werner, Goldstein, & Buchbinder, 2010) , but in others, the stigma theme was more implicit (Adams, 2006) . Care recipients were stigmatized by both the community and their families as their cognitive and physical abilities deteriorated. The metaphors centered around identification of the care recipient as incompetent, unattractive, and sloppy: "God, you can't take her no place now…she slitters all over the place and then I have to put a dish towel round her" (Gillies, 2012, p. 659) . This stigma led some caregivers to avoid care recipients and limit external social activities, thus compounding the loss of social support discussed above.
The discussions of stigma figured most prominently in qualitative studies with Iranian, Vietnamese, and Chinese caregivers. In these cultures, the dementia-related changes meant that family members had committed transgressions in the past and the dementia was penance for this (often unknown) sin (Navab et al., 2012; Zhan, 2004) . This sense of transgression had internal and external stigmatizing effects. Family members felt a sense of shame (i.e., internal) and were excluded from their communities because the family was judged as lacking faith or moral integrity (i.e., external) (Navab et al., 2013; Zhan, 2004) . This stigma extended to younger family members, who were considered poor marriage prospects because community members believed the family was cursed (Liu et al., 2008; Mackenzie, 2006) .
In the examination of this literature, individuals with dementia were also found to be stigmatized because family and community members perceived them as mentally ill. Caregivers used stigmatizing metaphors such as "crazy" (Yeo, UyenTran, Hikoyeda, & Hinton, 2001, p. 130; Zhan, 2004, p. 24) , "the same thing as schizophrenia" (Liu et al., 2008, p. 291) , and "warped" (Vickrey et al., 2007, p. 242) .
In some societies, the care recipient was considered contagious and was therefore subtly banished from the community. This appearance of mental illness caused shame in families and motivated some families to hide their care recipients (Mackenzie, 2006; Zhan, 2004) . In Zhan's (2004) study, participants also attributed dementia-related changes to mental illness, and community members identified one source of this illness as bad feng shui: "Some of my dad's friends suggested we relocate our house, and they thought mom's 'craziness' was caused by bad feng shui" (p. 24).
Summary. In the literature examination, the authors found common metaphors suggesting that for many family caregivers, dementia-related changes were considered problematic and distressing. These changes meant that they were losing their care recipients and their relationships ( Table 3 ). The themes in the articles reciprocated each other by describing the similar negative meanings of loss, unwanted role change, and stigma. As discussed above, the authors could not find an article that specifically refuted these findings, but themes of positive attributions within most of the 31 articles were found and are discussed hereafter.
Refutational Synthesis
Embedded within the majority of the articles examined were themes suggesting that the meanings of dementiarelated changes were positive for some caregivers, thus implicitly refuting negative meanings discussed previously (Noblit & Hare, 1988) . Primarily, the dementia-related changes meant new opportunities for family caregivers, and the authors identified the three following themes: (a) opportunity to care, (b) opportunity for power, and (c) opportunity for personal growth.
Opportunity to Care. Many caregivers in the articles recognized that dementia-related changes meant that the care recipient needed a caregiver. For some families, this need was perceived as an opportunity to give back to (Albinsson & Strang, 2003; Knutsen & Raholm, 2009; Mackenzie, 2006; Zhan, 2004) . For example, Mazaheri et al. (2011) found that for Iranian caregivers, the opportunity to provide care raised and supported the self-esteem of the family caregiver: "Perhaps the outsider couldn't see how I am enjoying myself…I am looking at her, and my body is filled with energy, relaxation, and satisfaction" (p. 23). Cross-cultural studies revealed that the opportunity to care opened pathways to future blessings and were therefore sought-after experiences (Mackenzie, 2006) . Opportunity for Power. The dementia-related changes provided caregivers with an opportunity to gain power in a relationship (O'Donnell, 2000; Paun, 2003; Quinn et al., 2008 ). This power was described as liberating, allowing caregivers to make decisions and use resources as they saw fit without the oversight of care recipients: "I'm doing what I want to do, buy what I want to buy" (O'Donnell, 2000, p. 57). Some caregivers described having increased power as "playing God, " (O'Donnell, 2000, p. 57), and others described increased control: "Oh yeah, brother, I'm in control now!" (Paun, 2003, p. 303) . Henderson and Henderson's (2002) case study revealed that for one Native American family, the care recipient's hallucinations allowed the family the power to communicate with dead relatives. This opportunity for the family made the care recipient highly valuable despite her difficult and demanding behavioral symptoms of dementia.
Opportunity for Personal Growth. Several articles noted that dementia-related changes offered opportunities for personal growth. Caregivers learned new skills (Perry, 2002; Sanders & Power, 2009 ) and developed new relationships with other caregivers in similar situations (Quinn et al., 2008; Vickrey et al., 2007) . Caregivers recognized their own strengths and valued new insight into their lives: "Something new came into my life while standing on the edge" (Knutsen & Raholm, 2009, p. 53) . Other caregivers described taking pride in their caregiving skills and experiencing a sense of moral redemption (Bursch & Butcher, 2012; Mazaheri et al., 2011) .
The authors found that caregivers experienced opportunities for personal growth through acceptance. The dementia-related changes signaled to family caregivers that their care recipients were forever altered. Therefore, caregivers aimed to recognize, appreciate, and accept what they had in the present. Caregivers described feeling increased tenderness, protectiveness, and respect for their care recipients (O'Shaughnessy et al., 2010; Sanders & Power, 2009; Vellone et al., 2002) . They recognized that the care recipient had changed, accepted the changes, and fully appreciated meaningful moments: "my father…mentioned my name to me and that was better than winning the lottery" (Daly et al., 2013, p. 507) .
Summary. In the refutational analysis, the authors found evidence suggesting that some caregivers understand dementia-related changes as positive, meaningful, and important. Caregivers seized the opportunity to care and gain power. Acceptance of the changes revealed new levels of love, respect, and tenderness within their changed relationships. This refutational synthesis contrasts the reciprocal analysis and indicates that the meanings of dementia-related changes are not always negative and may represent potential for new growth.
DISCUSSION
The power of meta-ethnography lies in researchers' abilities to appreciate themes within a body of literature and then go beyond the studies by reflecting on the meaning of the corpus. The above syntheses revealed that, broadly, dementia-related changes have both negative and positive connotations for caregivers. The authors' interpretation is that the meanings of these changes varied among caregivers depending on their care recipients' premorbid personalities, images, and functional statuses. The meanings caregivers gave to dementia-related changes were shaped by whether the care recipients' premorbid personalities were concordant or discordant with the care recipient's current personality (Phillips & Rempusheski, 1986; Walters et al., 2010) . Findings were grouped as (a) positive concordant, (b) negative concordant, (c) positive discordant, and (d) negative discordant (Figure 2) .
Positive Concordant (Group A). Caregivers in Group A understood their care recipients' premorbid personalities and images as essentially positive and concordant with the current image (Walters et al., 2010) . They recognized that the dementia-related changes presented opportunities for care and personal growth. Caregiving seemed to be motivated by love (Sterritt & Pokorny, 1998) and provided caregivers with a chance to reciprocate care recipients' earlier love and care. Because of this love, the dementia-related changes meant loss, resulting in a variety of caregiver emotions, including pre-death grief. Despite feeling a sense of loss, these caregivers seemed to welcome the opportunity to provide care and did not see the changes as stigmatizing (Mazaheri et al., 2011; Walters et al., 2010) .
Negative Concordant (Group B) . In this group, caregivers' perceptions of their care recipients' pre-morbid selves were negative (e.g., abusive, controlling) and fundamentally un-changed by the dementia. In examining the literature, it appears that these caregivers also experienced opportunity but more as an opportunity for previously denied power. These caregivers also discussed unwanted role change: "it is not easy to take care of someone who never liked you" (Sanders & Corley, 2003, p. 45) , and subtle indications of stigma existed (Liu et al., 2008) .
Positive Discordant (Group C). These caregivers recognized care recipients' past images and personalities as positive (e.g., loving, supportive) and discordant with current images (e.g., withdrawn, disinhibited). In the authors' interpretation, the dementia-related changes meant loss, unwanted role change, and stigma for these caregivers (Dupuis, 2002; Liu et al., 2008; Mayer, 2001) . The change from a living, engaged individual to a "living dead person" (Albinsson & Strang, 2003, p. 231 ) and/or from a "best friend" (Dupuis, 2002, p. 105 ) to a "stranger" (Mayer, 2001, p. 55) implies that caregivers viewed the changes as undesirable. Similarly, when caregivers recognized the role changes as discordant with their own and care recipients' past selves, they used terms which implied stigma, such as "babyish" and "childish" (Perry, 2002, p. 312) . How these caregivers spoke about themselves in relation to care recipients suggested a change to a stigmatized existence for both: "I hate being his mother, and he dislikes it even more" (Bursch & Butcher, 2012, p. 212) .
Negative Discordant (Group D) . In this group, caregivers perceived care recipients' past negative images as transformed into positive ones: "He doesn't have it [a temper] now. He has a sweetness" (Perry, 2002, p. 312) . With these changes, caregivers could then tap into new opportunities although they had to adapt to unwanted role changes. For example, the dementia-related changes brought on new levels of closeness within relationships (Perry, 2004) or allowed caregivers more power within a previously unbalanced relationship (O'Donnell, 2000; Paun, 2003) .
Stigma (Groups B and C) . It is important to point out that the boundaries between the identified four groupings are not hard and fast. The nature of personalities and relationships within the context of dementia are variable. Nonetheless, the authors noticed that the theme of stigma in groups B and C merits further discussion.
In Group B, care recipients' premorbid images were considered problematic and concordant with past images (Adams, 2006; . In Group C, the previous positive images became discordant with current images, such as when a care recipient's image changed from that of a competent adult to a childish figure in need of diapers (Perry, 2002) . The authors are most concerned with these groups because they seem to be more vulnerable to elder mistreatment. The understanding of this caregiving dynamic is based on the work of Phillips and Rempusheski (1986) , who hypothesized that when a care recipient's image changed from positive to negative, the image was considered "spoiled" (p. 73). When the image was considered more spoiled, caregivers tended to engage in caregiver strategies that were punitive and controlling. Phillips and Rempusheski's (1986) model also showed that when positive concordance existed, caregivers tended to engage in more supportive, respectful treatment. The current authors' matrix, based on examination of the literature, adds more detail to Phillips and Rempusheski's (1986) model by demonstrating various ways dementia-related changes can be perceived and the meaning that caregivers give to these changes.
To summarize, the current synthesis found that the meaning caregivers ascribed to dementia-related changes had both positive and negative connotations. In applying Phillips and Rempusheski's (1986) model, it is apparent that this meaning can be affected by how caregivers perceive the past images of their care recipients in relation to how they perceive them in the present with dementia. How caregivers understand these changes could influence their approach to care, with concordant negative and discordant positive changes placing families at higher risk for elder mistreatment.
IMPLICATIONS FOR GERONTOLOGICAL NURSES
An important assessment component of families coping with dementia involves understanding how families came to realize that their care recipients had memory troubles. Families are often asked to describe the first signs of memory loss and the meaning of these signs. Doing so offers valuable insight into the diagnostic and treatment process. The findings from the current meta-ethnography may add more depth to these interviews and alert clinicians to potentially concerning caregiving situations. For example, caregivers in the negative, concordant group may need (a) help identifying other means of care and (b) reassurance that their lack of desire to provide care is acceptable. Caregivers in the positive, discordant group will most likely need guidance on pre-death grief and the normalcy of this process. Both groups must be encouraged to tap into available resources because the combination of cognitive impairment, social isolation, and disharmony within families are all known risk factors for elder abuse (Johannesen & LoGiudice, 2013) .
This meta-ethnography also presents opportunities for further research. The authors examined Phillips and Rempusheski's (1986) model of quality caregiving in relation to the current synthesis, but more work is needed to explore the relationship between the meanings of dementia-related changes and quality caregiving. For example, many of the articles that were examined revealed generally positive relationships between caregivers and care recipients. Qualitative studies that examine strained relationships prior to the onset of dementia would add depth to the understanding of caregiving and elder mistreatment.
LIMITATIONS
Several limitations were identified. First, it is possible that the authors overinterpreted the relationship between the meaning caregivers ascribe to dementia-related changes and quality of caregiving for their recipients. However, Cooper, Selwood, & Livingston (2008) reported that approximately 25% of dependent individuals are exposed to significant psychological abuse. This finding, coupled with the high prevalence of physical abuse in a rapidly growing dementia population, reveals that gerontological nurses must pay attention to family safety and poor caregiving quality.
In addition, despite the authors' efforts, it was difficult to identify articles that specifically addressed the meanings caregivers ascribed to dementia-related changes. The majority of information about caregiver perceptions was embedded in articles that addressed the experience of caregiving. As such, some blurring between concepts (i.e., the meaning of changes versus that of caregiving) is noted. Some of the positive meanings the authors identified (e.g., opportunity) were intricately linked to the meaning of caregiving and were thus difficult to untangle. Nonetheless, the authors found it important to highlight the positive meanings that caregivers ascribed to dementia-related changes.
Finally, because of the large number of articles that address this topic, it is possible that articles that could have offered important insights into the current work were overlooked. In addition, Bondas and Hall (2007) recommended limiting meta-synthesis to 10 to 12 articles. The authors of the current article aimed to stay open to the many interpretations of dementia-related change and were thus unable to limit the literature set to 12.
CONCLUSION
Dementia-related changes can mean loss, stigma, and opportunity for caregivers. It was found that how a caregiver perceives a care recipient's premorbid personality influenced this meaning. This recognition was shaped by previous nurse researchers who shared both their study findings and how they conceptualized this information (Phillips & Rempusheski, 1986; Walters et al., 2010) . Similarly, the authors of the current article hope this synthesis promotes ongoing conversation about the challenges families living with dementia face. Noblit and Hare (1988) argued that meta-ethnographic syntheses can be understood as "a way of talking about our work and comparing it to the work of others" (p. 13). The current authors agree with this assessment and recognize that the interpretation of the current meta-ethnographic synthesis is not a positivistic statement of the truth, but rather a means of stimulating conversation and thought. Future research on the meaning of dementia-related changes and how these changes influence the quality of caregiving could support or refute the current findings. However, what matters is that the exploratory process, and thus the ongoing efforts to support families, continues. Gillies, B. (2012) . Continuity and loss: The carer's journey through dementia. Dementia, 11, [657] [658] [659] [660] [661] [662] [663] [664] [665] [666] [667] [668] [669] [670] [671] [672] [673] [674] [675] [676] .
N = 20
Race not reported Social isolation, changes in communication Henderson, J.N., & Henderson, L.C. (2002) . Cultural construction of disease: A "supernormal" construct of dementia in an American Indian tribe. Journal of 17, [197] [198] [199] [200] [201] [202] [203] [204] [205] [206] [207] [208] [209] [210] [211] [212] . N = 1 Native American family Individual with dementia has more power. Culture influences perception of changes. 
